The  Massachusetts 
Amyotrophic  Lateral  Sclerosis  (ALS) 
MASS  DOC       Disease  Registry 

RO 

406 

A24 

M38 

2009 

Frequently  Asked  Questions 
For  Patients  and  Families 


Massachusetts  Department  of  Public  Health 
Bureau  of  Environmental  Health 
Environmental  Epidemiology  Program 


April  2009 


1 .  What  is  Amyotrophic  Lateral  Sclerosis? 

Amyotrophic  lateral  sclerosis  (ALS),  often  referred  to  as  "Lou 
Gehrig's  Disease"  or  Motor  Neuron  Disease,  is  a  progressive 
neurodegenerative  disease  that  affects  nerve  cells  in  the  brain 
and  the  spinal  cord. 

2.  What  is  the  Massachusetts  ALS  Registry? 

The  Massachusetts  ALS  Registry  is  a  population-based  registry 
that  identifies  all  ALS  cases  in  the  entire  state.  Persons 
diagnosed  with  ALS  who  are  residents  of  Massachusetts  are 
required  to  be  reported  by  neurologists  as  well  as  by  major 
hospitals,  nursing  homes,  and  hospices.  The  Registry  includes 
information  about  the  gender,  age,  address,  and  diagnosis  of  each 
person  with  ALS. 

3.  Why  did  MDPH  establish  an  ALS  registry? 

Section  26  of  Chapter  140  of  the  Acts  of  2003  directed  the 
Massachusetts  Department  of  Public  Health  (MDPH)  to  establish 
a  surveillance  system  or  registry  for  ALS.  The  legislative  directive 
came  as  the  result  of  strong  support  by  ALS  patient  advocates 
and  advocacy  groups,  who  have  consistently  called  for  the 
evaluation  of  ALS  in  relation  to  environmental  factors. 

4.  What  environmental  concerns  have  been  reported  in 
relation  to  ALS? 

Researchers  around  the  world  have  investigated  a  variety  of 
environmental  exposure  concerns.  However,  studies  involving 
these  exposures  are  often  conflicting  in  their  results  and  therefore 
more  research  is  needed. 

5.  What  are  the  benefits  of  an  ALS  registry? 

Establishing  a  registry  will  allow  residents,  health  professionals, 
advocates,  legislators,  and  many  other  interested  groups  to  have 
information  available  about  previously  unanswered  questions  such 
as  how  frequently  ALS  is  occurring  in  Massachusetts,  whether  the 
rate  of  disease  is  increasing,  and  what  geographic  patterns  of  ALS 
may  exist.  Additionally,  a  registry  with  all  cases  included  can  help 
public  health  and  other  researchers  better  investigate  the  causes 
of  ALS  as  well  as  advance  research  for  treatments. 


6.  Are  there  other  statewide  ALS  registries  in  the  US? 

Massachusetts  is  the  first  state  in  the  nation  to  create  a  statewide 
registry  for  ALS. 

7.  What  is  IVIDPH  doing  to  protect  the  confidentiality  of 
the  information  in  the  Registry? 

All  confidential  medical  information  collected  by  MDPH  is 
protected  in  accordance  with  state  and  federal  laws.  Confidential 
information  on  individuals  will  never  be  provided  to  the  public  or 
shared  for  purposes  that  are  not  aimed  at  better  understanding 
the  disease  (for  example,  insurance  companies  trying  to 
determine  medical  status  of  a  patient  and  businesses  marketing 
products).  Information  may  be  shared  with  researchers  but  only  if 
they  have  as  their  purpose  the  reduction  of  morbidity  and  mortality 
in  the  Commonwealth  and  follow  strict  provisions  for  preserving 
privacy. 

The  United  States  Health  Insurance  Portability  and  Accountability 
Act  (HIPAA)  allows  physicians  to  report  this  type  of  confidential 
information  due  to  the  legitimate  need  of  public  health  authorities 
to  carry  out  their  public  health  mission  while  protecting  the  privacy 
of  patient  information.  HIPAA  requires  the  MDPH  to  protect 
confidential  medical  information. 

8.  Can  patients  "self-report"  themselves  to  the  Registry? 

Rather  than  self-report,  patients  are  asked  to  urge  their  physicians 
to  report  their  case  to  the  MDPH  since  only  medically  verified 
cases  are  included  in  the  Registry.  All  neurologists  statewide  are 
contacted  about  the  Registry  and  should  have  the  necessary 
papen/vork  for  reporting.  If  your  physician  does  not  have 
information  regarding  the  Registry,  they  can  call  MDPH  at  (617) 
624-5757  and  ask  for  the  ALS  Registry  Coordinator. 

9.  Is  the  public  and  medical  community  involved  with 
the  MDPH  ALS  Registry? 

The  MDPH  ALS  Registry  staff  closely  collaborates  with 
physicians,  patient  advocates,  legislators,  and  patients  and  their 
families  through  an  ALS  Registry  advisory  committee.  The 
committee  meets  on  a  quarterly  basis  to  discuss  the  progress  of 
the  Registry  and  to  ensure  that  the  best  interests  of  the  ALS 
community  are  being  met. 


10.  How  will  information  about  the  Registry  be 
publicized  and  distributed? 

The  Registry  will  provide  an  annual  report  following  each  year  of 
data  collection  that  will  contain  information  on  the  occurrence  of 
ALS  statewide  and  in  communities.  These  reports  will  document 
the  rates  of  the  disease,  as  well  as  track  any  trends  over  time  and 
across  the  state.  No  individuals  will  be  identifiable  in  any  public 
documents.  The  Registry's  advisory  committee  will  also  provide 
input  on  other  ways  of  sharing  Registry  information.  All 
documents  prepared  will  be  available  from  the  Registry 
Coordinator  and  on  the  MDPH  website  at 
www.mass.gov/dph/environmentaLhealth. 


11.  Will  researchers  be  able  to  contact  people  identified 
in  the  Registry? 

Yes,  however  researchers  must  first  apply  for  access  to  data 
using  a  rigorous  application  process.  Only  those  studies  that  can 
guarantee  the  continuous  protection  of  patient  confidentiality,  so 
that  no  individuals  can  ever  be  identified,  will  be  approved.  For 
approved  research  projects,  researchers  are  required  to  obtain 
informed  consent  from  the  patient/family  before  including  the 
patient  in  their  study.  This  type  of  research  can  help  patients  enroll 
in  clinical  trials  and  other  research  studies  related  to  the  causes 
of,  or  treatments  for,  ALS. 

12.  Who  can  I  contact  if  I  want  more  information? 

ALS  Registry  Coordinator 
Bureau  of  Environmental  Health 
Environmental  Epidemiology  Program 
Massachusetts  Department  of  Public  Health 
250  Washington  Street,  7^^  floor 
Boston,  MA  02108 
Phone:(617)624-5757 


